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People with ongoing social care needs, who also make regular and ongoing use of relevant NHS services
Q1a.	We are proposing that people who are eligible for both a personal budget and a personal health budget should have the right to an integrated personal budget. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


We agree with the goals of “providing people with more choice and control, and improving their experience of the public services they receive” (p. 5).   
We also agree that well utilised personal budgets can “improve outcomes [in] a cost-effective manner aligned to supporting a financially sustainable NHS” (p. 5).   
This is exactly what NHS patient choice – which we strongly support – also aims to do.   
In principle we therefore support this proposal, but feel that safeguarding and extending patient choice for long-term conditions in the NHS should also be a priority if people are to be given genuine choice and control over their care – e.g. many people that might benefit from integrated budgets will have most of their care provided by non-consultant and often not medically-led services and might currently have a limited choice of providers/services in their local area, something which extending the legal right to a personal budget will not resolve by itself. 
Also because of the agency role that commissioners will continue to play on behalf of their population, extending the legal right to personal budgets makes it even more important for commissioners to ensure they procure and manage services effectively – e.g. NHS commissioners need to adhere principles in the Procurement, Patient Choice and Competition Regulations and the NHS Standard Contract in order to meet their duties as defined in Section 26 of the Health and Social Care Act 2012.  
If commissioners fail to do this, then individuals with integrated budgets might not be able to access services that offer quality care or value for money. Where services are poorly commissioned/managed people could be further disadvantaged on the basis of age or described disability and this could have an adverse impact on equality issues (see our response to question 10).
In order to ensure personal budgets deliver the benefits outlined in the consultation document and to minimise the risks highlighted above, we would like the Department of Health and Social Care and NHS England to consider using existing NHS resources on adult hearing care to develop best practice examples for how personal budgets can be utilised effectively. This is because 
· people with hearing loss will often have health and social care needs
· the majority of people eligible for an integrated personal budget will have some level of hearing loss
· hearing loss is one of the most common long-term conditions, affecting over 9 million adults in England (also see our response to Q4a)
· previous choice reforms have shown how people with hearing loss want more choice, and how they, the NHS and taxpayer benefit from extending choice.
There is also already independent evidence to support this and NHS guidance to help implement change at a national and local level, for example 
· NHS Improvement (formerly Monitor) found that that improving choice and access to adult hearing care could “lead to savings for commissioners and the wider system by reducing pressures on health and social services (as consequences of untreated hearing loss)”. It also found the vast majority of adults with hearing loss wanted more choice and control of their care [footnoteRef:1]  [1:  Monitor, 2015, NHS adult hearing services: exploring how choice is working for patients] 


· the same independent NHS research found that improving patient choice in adult hearing services “prompted many providers to tailor their services to patients’ needs”, the “introduction of choice … strengthened the opportunity for [commissioners] to achieve better value for money… put in place more robust or higher service specifications that raise expectations of providers”, “prices adopted by commissioners have been about 20% to 25% lower than the national non-mandated tariff”, and that this could “allow commissioners to treat more patients for the same spend and/or release additional funds that commissioners can spend on meeting other patients’ needs”[footnoteRef:2] [2:  Monitor, 2015, NHS adult hearing services: exploring how choice is working for patients] 


· in response to that research the Department of Health and NHS England committed to producing a National Commissioning Framework (NCF) for hearing services with the goal of tackling unwarranted variation[footnoteRef:3]. NHS England’s NCF highlights the benefits of extending patient choice and providing more care out-of-hospital and encourages commissioners to consider using personal budgets for hearing services[footnoteRef:4] [3:  Department of Health and NHS England, 2015, Action Plan on Hearing Loss ]  [4:  NHS England, 2016, Commissioning Services for People with Hearing Loss: A Framework for Clinical Commissioning Groups] 


· despite the benefits of extending choice and control for adults with hearing loss, clear guidance on how to achieve these benefits and how to use personal budgets, progress has been slow. This means many patients are not getting the care and support they deserve and the NHS is not procuring the best value for money services. 

We would be happy to support the Department and NHS England create some best practice examples as part of our ongoing work to implement the NHS Action Plan on Hearing Loss. 

Q1b.	We are proposing that any right to an Integrated Personal Budget, should include a right to have a direct payment, if appropriate. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

People eligible for S117 aftercare services, and people of all ages with ongoing mental health needs who make regular and ongoing use of community based NHS mental health services
Q2.	We are proposing that a person eligible for Section 117 after-care services under the Mental Health Act 1983 should have a legal right to a personal health budget / integrated personal budget. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards.

Q3a.	We are proposing that a person of any age under the care of community-based mental health services for a significant period of time should have a legal right to a personal health budget / integrated personal budget. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☐                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


No comment. 

Q3b.   What do you feel would constitute a reasonable definition of ‘a significant period of time’?
No comment.

Q3c.	We are proposing that any right to a personal health budget for mental health, should include a right to have a direct payment, if appropriate. Do you agree?
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

People leaving the armed forces, who are eligible for ongoing NHS services
Q4a. We are proposing that people leaving the armed forces who have a requirement for ongoing care through NHS services, (with some exclusions including primary care and pharmaceuticals), should have the right to personal health budgets where appropriate. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐



Yes we agree in principle, provided there are safeguards in place to ensure this group continues to benefit from the Veterans Hearing Fund (VHF). 
Please note that the hearing needs of people leaving the armed forces and the services they have access to can be found in the Department of Health and NHS England Action Plan on Hearing Loss[footnoteRef:5] and NHS England’s National Commissioning Framework[footnoteRef:6].  Please also see our response to question 1a about the benefits of extending choice and control for people with hearing loss.  [5:  Department of Health and NHS England, 2015, Action Plan on Hearing Loss ]  [6:  NHS England, 2016, Commissioning Services for People with Hearing Loss: A Framework for Clinical Commissioning Groups] 


Q4b.  We are proposing that any right to a personal health budget for this group, should include a right to have a direct payment, if appropriate. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


As per response to question 4a.

People with a learning disability, autism or both, who are eligible for ongoing NHS care
Q5a. We are proposing that a person with a learning disability, autism or both with integrated packages of care should have a legal right to an integrated personal budget. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

Q5b. We are proposing that a person of any age with a learning disability, autism or both with ongoing eligible health needs should have a legal right to a personal health budget / integrated personal budget. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

Q5c. We are proposing that any right to a personal health budget/integrated personal budget, for this group should be a right to have a direct payment, if appropriate. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

Q6a. We are proposing that people who access wheelchair services whose posture and mobility needs impact their wider health and social care needs should have the right to a personal health budget or integrated personal budget. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

Q6b. We are proposing that any right to a personal wheelchair budget should be a right to have a direct payment, if appropriate. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

Proposals for other groups
Q7. Are there any other groups that you believe would benefit from having a ‘right to have’ a personal health budget and/or integrated personal budget?
Yes people with permanent hearing loss might also benefit from a well-designed personal budget scheme. 
Hearing loss is one of the most common long-term conditions in older adults[footnoteRef:7] and a leading cause of years lived with disability in England[footnoteRef:8], so improving choice and control for people with hearing loss is likely to help the Department of Health and Social Care and NHS England meet obligations under Section 149 of the Equality Act 2010.  [7:  NHS England, 2016, Commissioning Services for People with Hearing Loss: A Framework for Clinical Commissioning Groups]  [8:  Global, regional, and national incidence, prevalence, and years lived with disability for 301 acute and chronic diseases and injuries in 188 countries, 1990–2013: a systematic analysis for the Global Burden of Disease Study 2013, Vos, Theo et al. The Lancet , Volume 386 , Issue 9995 , 743 - 800
] 

Giving people with hearing loss more choice and control over how they manage their hearing loss might also help tackle significant and costly unwarranted variation in the NHS and social care.
There is also robust independent evidence to support extending patient choice for adult hearing services.  For example, NHS research has shown the vast majority of adults with hearing loss would like a choice of provider and that extending choice and control for hearing care also improves quality, standards and value for money, which benefits people with hearing loss, the NHS and taxpayer (see our responses to question 1a and 10).
We would suggest that right should also extend to people with dual sensory impairment.
We would be happy to discuss the evidence and how personal budgets might benefit adults with hearing loss in detail if that would be helpful.


Incorporating relevant disability benefits 
Q8. Are there other funding streams that you believe would be beneficial to incorporate into integrated personal budgets?

No comment.

Establishing a right to direct payment in NHS continuing healthcare funded home-care
Q9. We are proposing that people who are managing their NHS continuing healthcare funded home care as a personal health budget should have the right to a direct payment, if appropriate. 
	Yes                                                       ☐
	Yes I agree in principle, but… ☒                  

	No, and my reasoning for this is…☐                    
	No                                                 ☐


Provided there are sufficient safeguards. 

Equalities
Q10. Do you think any of the proposals set out in this document might have a beneficial or adverse impact on any equality issue- in particular, in relation to any of the groups who share a characteristic that is protected for the purpose of section 149 of the Equality Act 2010?
[bookmark: _GoBack]Summary
We support these proposals in principle as a way of advancing choice, autonomy and personalisation of care.  There is clear evidence from health, care and other domains that empowerment has a therapeutic and positive effect, which personal budgets should enhance. 
We have seen first-hand however how past attempts to advance choice, autonomy and personalisation of care have not been properly implemented in the public interest, disadvantaging many people with protected characteristics. 
The extension of personal budgets therefore needs to be followed through with appropriate post legislative scrutiny and accountability of those who distort systems – either inadvertently or deliberately e.g. for institutional benefit – to thwart the policy aims. Addressing existing system weakness in these areas will minimise the risk of the proposals in this consultation having an adverse impact on people with protected characteristics. 
We use hearing care below as an example to highlight why this is important in order to meet the public sector equality duty (Section 149, Equality Act 2010).
We would be happy to discuss our response in more detail, with examples, if that would help advance equality in access to personalised and integrated hearing care for people with protected characteristics.  

Detail 
Although we strongly support the principle of extending choice and control, more needs to be done to ensure people opting for personal budgets get equal treatment when making choices about their care – e.g. their ability to choose a provider should not be adversely affected because of unmanaged market distortions, conflicts of interest, anti-competitive behaviours or poorly planned/commissioned services. 
Here, important lessons can be learnt from over 30 years of attempts to reform NHS hearing care. Applying these lessons will, in our view, help maximise the benefits and minimise the risks associated with extending the legal right to personal health and integrated budgets. 
The lessons from NHS hearing care are how well-intentioned attempts to tackle inequalities, and extend choice and control, can fail because of limited post legislative scrutiny and system accountability – e.g. 
· the NHS has attempted to advance equality in access and improve patient choice in adult hearing services since 2007. Where these reforms have been implemented the evidence shows that they have delivered clear benefits for patients, the NHS and taxpayer (see our response to question 1a) 
· unfortunately too many NHS providers have been able to restrict patient choice and control, commissioners have not effectively managed or enforced contracts, and adherence to ‘choice reforms’ and procurement law has been limited; all at a significant cost to individuals, the NHS and taxpayer  
· one way in which entrenched providers have done this is by classifying epidemiologically impossible numbers of patients with hearing loss as “complex adults” or “non-routine” because this diverts individuals away from more modern pathways and contracts which offer greater patient choice, cost the NHS less per pathway and deliver more transparent and accountable care (see our response to question 1a)
· this is problematic when considering section 149 of the Equality Act 2010, because exaggerating patients’ disabilities in this way (“complex adults”) despite the absence of evidence to support this approach, directly limits patients’ choice and autonomy over their care –  protectionism masquerading as patient benefit.  Such patients also often find themselves on care pathways which lack incentives to improve quality of care, support or monitor outcomes adding further disadvantage and inequity. The fact that the vast majority of such adults have age-related hearing loss (and age-linked disability) is generally overlooked or dismissed.  As a result, older people with hearing loss in general can be significantly disadvantaged. 
This is why it is important that any extension of legal rights to personal budgets also needs to consider carefully how commissioners and providers will be incentivised to do the right thing and be held to account for doing so. This might include better governance and management of old-style NHS contracts and impartial sources that help service users make informed choices about their own care. 
Our strong support for personal budgets is therefore dependent on important caveats summarised as follows
· ensuring there is sufficient post legislative scrutiny and accountability at all levels of the system to ensure patients get an honest deal from all providers at an honest price  
· NHS Improvement/ NHS England enforcing commissioning regulations and contracts so that individuals can genuinely buy best value services 
· protections being put in place against abuse of individuals by families/carers and other influencers  - e.g. against the risk of overcharging, restricting choice etc.
· an easy route of appeal being established with advocacy for individuals or their families/carers is established in the cases of any dispute with the funding authorities. 
In summary, the proposals in this consultation present a clear opportunity to advance equality but more needs to be done to ensure the proposals do not have an adverse impact on people because of age or disability (Section 149(7), Equality Act 2010).  We would be happy to discuss our response in more detail if that would help advance equality in access for people with protected characteristics.  
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